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History of Roadmap Project

* Funding: 2016 and 2017- 2018
» Focus: Applied Research

» Outcome: Create variety of planning
tools in different formats
* Products:

— Future Planning A Roadmap of Our
Futures, Our Wishes

— Infographics: Employment and Planning
— Audio Stories: 2 families
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Project Objectives

Collect data through surveys and interviews
Apply findings into trainings for

— Direct support professionals (DSPs)

— Families and caregivers

Create a workbook on future planning

— For persons with disabilities, families, DSPs

Design tools that reflect the lives of
individuals with disabilities and their families
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Outcomes
Cycle One: 2016 Cycle Two: 2017-2018
Data Collection: « Trainings
« Survey: N=99 — Family members
e Interviews: — DSP, Professionals
— 44 family members * Create
— 19 individuals with Products/Tools
disabilities
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What We Know & Learned

* Future Planning is Difficult

» Opportunities become limited as one ages

* Wishes, goals & expectations must be clear
» Person-centered planning is central

« Family members’ roles will evolve/change

» Social relationships are important

* Individuals with disabilities and families
need emotional support & guidance
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Trainings: 2017

Date Site/Partner Attendance  Providers Family CGs
April 28 Tucson DDD 19 17 2
July 14 Phoenix DDD 14 11 3
July 29 Tucson CPES 12 6 6
Sept 8 Phoenix Arc 3 0 3
Sept 27 Tucson 18 5 13
Oct 27 Sierra Vista 5

Dec 4 Tucson 1

TOTAL 76 45 31
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Training Topics

When and how to start planning
Topics to explore and discuss

How to facilitate conversations among
individuals and families

Principles of person-centered planning

Introduction of tools and worksheets that
facilitate communication and planning
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A Roadmap of
Our Futures Our Wishes

Chapters:

1. Future Planning: What Is
It All About?

2. Worksheets to Guide
Communication and
Planning

. Important Considerations

3
4. Relationships and the
Human Connection
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Think Future, Start Now

Future Planning Goals

Individuals and families often ask, “When should | or we start planning?” There

Chapter One
. . - is no correct answer, but many families start to think about future plans when
Future Planning: What is it all about? malor s iranaiions ocer. L transiions can be events such aa moving fo &
new neighborhood, changing schools, graduating from high school, getting a
job, changes in health, and the aging of parents and/or primary caregivers. The
Future Planning: A Roadmap of Our Futures, Our Wishes was developed to
help you move forward with the planning process. It was designed to meet the
following goals:
* Motivate everyone to start this discussion early
* View planning as a process that keeps moving forward
« Encourage the sharing of ideas, emotions, and plans
* Integrate Person-Centered Thinking and Planning
 Dream about possibilities
» Support self-determination and self- advocacy
« Formalize planning by writing things down

Many individuals and families talk about their future wishes and plans, but
struggle with taking it one step further. Begin by writing things down and expect
them to change. During the planning process you and others will learn more
about hopes, expectations, and what is necessary to accomplish your plan,

What are your goals?

P o e 1 7 8 | Our Futures, Our Wishes

THE UNIVERSITY OF ARIZONA
COLLEGE OF MEDICINE TUCSON

Sonoran Center for
Excellence in Disabilities




1/16/19

Planning is a Process Explore Different Scenarios and Options
Based on our research, individuals with disabilities and families are in different Write them down
stages of their planning process. Many are “stuck” or have stopped planning for

various reasons. There will be times when your plan changes, and that is “okay." -

You will need different options and scenarios to think through. /~ Option 1: N\
There are different transition points in a person'’s life, but each point can bring new
opportunities to communicate with each other about goals, wishes, and concerns.
At some point in the planning process, families have shared

“I don't know
where to start”

“I don't know
how to start”

'\

“I've talked fop«ion 2:

about it

“I have been
thinking about it"

“My children will
take over”

“I know | have
todoit”

9
I\

“I don't know what
will happen”

10 | Our Futures, Our Wishes Our Futures, Our Wishes | 15
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Chapter 2 Worksheet Topics

« This is Me, My Life, Our Lives (2) ]
« Activities That Bring Me Joy

° Pieces Of Our Plan Work:f:::t::vovoGuide

* Checklist of Daily Activities Communication and Planning

+ Circle of Support: Self Assessment
* Person-Centered Planning

* Employment: Right Fit, Training, Job
Coaching (3)

* Roommates

+ Emergency Network

» Assistive Technology

* Facing Transition and Change (2)

* Meaning of Hope
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Circle of Support
Self-Assessment Checklist

This checklist is for siblings, relatives, friends, and other
people who give direct care and support to the person with
a disability. There are a lot of different ways to provide
support and each way is valuable.

This checklist was designed to open up communication
and increase collaboration among family members and
individuals in the network of support. The goals are to
identity strengths, individual comfort levels with different
tasks, and the skills and knowledge needed o participate
in caregiving. Fil out the form by yourseif and then share it
with each other or those in the “circle of support.”

For each behavior
task, think about what
you need to do or have
before you can help out
and write it down in the
space provided

For example:

1.00 you need to leam
something about the
person?

2.00 you have all the
information you need
to heip?

3.D0 you have to change
something in your
i before you can
heip (move, retire, or
something else)?

Po

1 can provide this much help and support with the following:

Beh:

Advocacy: Support Self
Advocacy for the individual

ior or Task None Some A Lot
——————

Advocacy: Help with
Systems and Benefits

Companionship: Provide
Respite or a Break

Emotional Support: Be
there to listen, provide
input, provide comfort

Find Services and
Resources

Friendship: Be available

Friendship: To give and
to receive

Friendship: Do things —
together

Our Futures, Our Wishes | 39
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Roommates
Making it Work

Having a roommate can make life happier o it can
make it very frustrating. This worksheet lists things
you can think about as you look for a roommate

or roommates to help assure that you willfind a
compatible match.

You will hear many say that “communication is

key.” Lok at ways to make communication easier
and clearer. This means finding ways to make the
other person feel like they can speak openly about
what is on their mind. Open communication and
sharing ideas will help roommates get along better.
Find ways to allow your roommate to relax and be
thoughtful about what you can do to help. If you don't
know just ask

Are there habits that annoy you or annoy your
roommate? Talk about things that bother you

right away and don't wait until you get more upset
because it happens over and over again. Good
communication goes a long way when living with
someone and making it work well

On the following pages are some suggestions of
things to think about that can help roommates.
interact with each other in a more positive and
successful way. By considering these questions you
will learn a lot about yourself and your roommate.
This is important for the success of iving together in
harmony.

58 | Our Futures, Our Wishes

By
Q:
TIP

Good communication

with your roommate

will help to promote
amore comfortable
living arrangement.

* Be willing and open to
hear suggestions and
accept criticism

* Communicate
openly from the very
beginning

* Be willing to talk about
things that might be
uncomfortable

* Remain calm when
having a difficult
conversation

Use of Space

* Be reasonable when space is limited

* How much of your belongings or
things will itin the space you will
have?

* Give your roommates enough space
s0 that you don't get in the way of
their daily routine

* Be as neat as you can
* How will cleaning chores be shared?

* How would you like to decorate your
space?

Daily Routine and Lifestyle

* How much social activity do you

enjoy?

* Do you like to have people over? If
50 how often and for how long?

* How much time do you spend at
home?

* What type of activities do you enjoy
doing at home and how often?

* How much quiet time do you need?
* How do you like to use your quiet
time?

Things to Think About

Write down your thoughts

Our Futures, Our Wishes | 59
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Chapter Three
Important Considerations

4

¢ ABLE Accounts

* Supported Decision Making
* Guardianships
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Chapter Four
Relationships and the
Human Connection

Our Futures, Our Wishes | 87

¢ Voices of Individuals and
Families

* Profiles and Personal Journeys

Voices of Individuals and the Family Members
who Support Them

In this chapter, we hear the voices of individuals with a disability and from family
members who support them. Their messages teach us that friendships, close
relationships, and being loved are necessary to live a full and happy life. Nurturing

existing relationships, forming new connections, and spending time with each other
are what we all need in our daily lives.

Healthy Relationships

“Look at relationships and how 1o be in relationships in a healthy way. So you
know, how to be friends, and what does that look lie? What s it like 10 have
a significant other, are you interested in that? Loving your body, knowing your
body. you know accepting all those pieces and knowing how to navigate. And
aiso being in a safe relationship or safe relationship with anybody.

Families Need Other Families

“Be invoived with a couple other parents that are dealing with the same issues
because it's nice to have that support to bounce things offof. Myself, | think

the biggest issue is the paperwork, ail this—anything regarding paperwork—
living trusts, guardianship, burial plans, and all that stuff is—to me, | get
overwheimed with that kind of thing where just discussing or trying to come up
with ideas—/ don't have a problem with that...| think, when you have a support
around you. For instance, | have a friend who told me, she's got a daughter,
and she's helped other peaple with the guardianship paperwork. She's going

to help me through it. | think the suppor, ke | said, is with other families that
have aiready dealt with certain things.”

Changing Roles
“We're doing less and less for him. It's been a slow process. He's st doing—
not doing some things that a typical individual his age would, so in that sen
thats—that hasnt really changed, but | think we have just probably fallen more

into the role of just supervising now, rather than doing things for him. That has
changed quite a bit.™

88 | Our Futures. Our Wishes

Voices of Individuals and Families

Friends Looking Out for Each Other

“He works there twice a moming helping with the farming
duties. He takes care of animals, he has a roommate. For
the first time ever, he has friends.... Not friends in the way that
we have friends, but friends in the way that his roommate—he knows

when his roommate isn't there, and they teil me that he seems sad when his
roommate is not there. When his roommate comes back, he’s happy. His
roommate is non-verbal, but they have created a communication between
two of them, where they wait for each other when it's time o go to an activity.”

Sibling As Adult Peer

“If's great. It's not something to fear or dread as being too much of a burden
or too much work. It does require effort, but it's not hard. In fact, it's fun having
this kind of a relationship with her. As | said earfier, if | had o live with her, that
would not be fun, but being able to be an adult peer with her, and she came
over to our house for lunch for Easter Sunday and had a great time. When
she was ready to go home, she went home, and she'd had enough of us, and
we'd had enough of her, and it was great. | would be the first to say that | dont
think that our situation is what a lot of families are dealing with. | know a lot of
families are stil back in that phase where they are ail under one roof. They're
ail getting on each other's nerves. | guess what | would say to those folks is
this too shall pass because we were there.”

Getting Reacquainted as Siblings

“Well, yeah, I'm leaming a lot. I'm learning a lot from her. It's mostly for the
good that's she’s here, 50 we can work through these littie hiccups or whatever
you want to call frustrations. | think we can have a good thing going here. We
‘absolutely love her. My daughter, my husband loves her. | think it's going to

be a good, positive thing for us. It's just going take some time, | think, for us

all to get to know each other really well. I'm ten years older than her, 5o when
she was bom, | had more to do with her when she was younger in her toddler
times, and then as soon as | graduated high school, | was gone.”

res. Our Wishes | 91
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irk’s Life and Plan

Dirk and Tracy

Dirk loves to remind his sistr Tracy that on

e T was s supprt cordtor (50)trough
September 17, 2018 he wibe 55 years communiy g8 and DD, The SC would check in wih ik
o Ho vt Toy ahod
i betnday han any other hic best post
partia that ik has an opportuniy o hlp othr paope . One day a dfeent SC showed up and Dirk
Gty ooy as ad Pu i st m oy s b found out hat Roy maved on 0 ancthar b H
e never receved  etr or phone cal fom his
SC. Dk decided that he dossnt want
9o0d dance and he ndependence, For xampl, Tracy
fores couy vesim it o music ko v male SC played n Dk e Ho
rom il geves. Dirk was looking for e foheapan iy was a fiend and a confdar
ancxrce opton o eath ressons i e aa 5. T e Oirkdd ot have a chance to
and strted azzercise in 2008, When iisdtieil say goodbye. Tracy i hoging
Tracy comes home. he s aays rady i his 10 ind someane ase that
exercse cothes s Tray just can refuse. Future Planning Oikcan tik to about his
o aey Now Pautis e fomale rend and dancing
inbis e in 2004 obe closer to frarcil et ad Ty il [ oardans tis mportant to provide
Pl They i ved n 1 e cooung oy

with her youngest daughter who ives near
Dirks mother died and he became his fathers and Pl ar ot avalab, ik vi v i Tacys
v i St i 2016 e s cotort

al relationships because
youngest daughter because Dirk does notwant fo atchmerts refomed ke
in'taling to people who knew his dad and is very e alone. everyone else
much grieving lke anybody would. i fulure plans nvolved decisions Tracy foels blessed to Ive
Dirk s currenty lving with Tracy, Pau, and ‘about where o ive and with whom, vinDik She de
their 16-year old granddaughter Lucy who now B and who i avallable o provide imas cne of e
has her divng permit She and Dirk often go aupport ith cecislon makin et peaple ko
1o get ice cream. In this famil, Drk pians the and problem salving. Tracy aiso oo nerstr
socialcalendar for everyone. realzed thatsocial connctions and becase ofco
re a very important part of Diks ousig b can ave
alty o fe. Dirk was dealing anice co-xis
Wit los ofhis parents and with famiy. neighbors.
als0 2 good friend named Roy. riends
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ProfesofIndiduals and Thee Personal Jourmeys
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Accessible Products

* Fillable
* English and Spanish
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Additional Tools .\@

 Audio Stories:

— Becky

— Heath
* Infographics:

— Planning & Employment
« Training Videos:

— How to use Roadmap
— Worksheets

@, Sonoran Center for
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